Original Article
Clearly then, there is a need to study the unique financial, psychological, and social constraints faced by Indian parents to enhance our understanding of caregiver perspectives when they face the death of their child. This will, indeed, be valuable to develop EOL care services in Indian pediatric centers. Keeping this in mind, the aim of the present study was to describe the EOL milieu among caregivers of children who die in the hospital and to compare the psychosocial, spiritual, and financial concerns of parents of children who died and those who survived.
MaterIalS and MethodS
The study children were enrolled in the pediatric emergency where they were systematically prioritized using Modified Emergency Severity Index triage algorithm which yields reliable and valid stratification of patients into five levels such as resuscitation, emergent, urgent, less urgent, and nonurgent. The children categorized as resuscitation/emergent were followed up till the desired outcome, i.e., death/discharge. The first interview of the caregivers took after 48 h of hospitalization in the pediatric intensive care unit or in the wards. At the first interview, it was not clear whether a given patient would be designated as a case (nonsurvivor) or control (survivor), but we prospectively enrolled and followed every critically sick and eligible child till death or discharge. This process continued till we had the requisite sample size of 30 in each study arm. In addition, 2-4 more interviews were conducted for participants in both the study groups depending on their length of stay in hospital. No caregiver was interviewed after discharge/death of their admitted child.
Inclusion criteria included children who presented with the following conditions: fever with altered consciousness/ behavior, toxicity, body temperature >40°C, hypothermia, unconsciousness, sudden paralysis, respiratory distress, slow/ irregular breathing, stridor, obstructed airway, severe diarrhea and/or vomiting, acute bleeding or sudden worsening of previously known illness, age range 2 months-12 years, and hospital stay of at least 48 h. Children admitted with accidents/ trauma or whose illnesses had medicolegal ramifications were excluded. The study was cleared by the Institute's Ethics Committee, and a written informed consent from parents was obtained before enrollment.
Tool used
Mixed qualitative methods (observations, semi-structured questionnaire, and rich narrative interviews) were used to collect information from parents on EOL care perspectives. The interviews were conducted in two to four sittings and were audio-taped and transcribed later. The questionnaire elicited information on financial, behavioral, psychosocial, and religious concerns of parents. EOL decisions, if any, were recorded either from the medical records or from the interviews. These decisions were categorized into the following categories: palliative care, do-not-resuscitate order, withholding support, left against medical advice, and discharged on request.
Statistical analysis
Descriptive statistics included measures of central tendency and dispersion for quantitative variables and frequency/proportions for categorical variables. Shapiro-Wilk tests and Q-Q plots were used to test the normality of data. Group comparisons were done either by Chi-square test for independence (categorical variables) or Mann-Whitney U-test (quantitative variables). Regression analysis was carried out to predict hospitalization cost and other care-related outcomes. The level of agreement between treating pediatricians and parents was assessed using the kappa statistics. All tests were two-tailed, and P < 0.05 was taken as statistically significant. Statistical analysis was performed using Stata IC version 14 (StataCorp., LLC, Texas, USA).
reSultS
The flow chart for recruitment of the two groups is presented in Figure 1 . The demographic characteristics of the study cohort are presented in Table 1 . The two study groups were matched on socioeconomic and demographic characteristics, and there were no statistically significant group differences on age, sex, birth order, education level of father, and socioeconomic status. The children were in the age range of 2 months-12 years (median age: 4 years; interquartile range [IQR]: 8 years). The sample predominantly consisted of upper-lower and lower-middle socioeconomic status families, with low levels of education. Main occupations reported were labor and farming, and few respondents were from the service/ business sector. The disease and treatment characteristics of the sample are shown in Table 1 . No significant differences emerged between the survivor and nonsurvivor groups.
The median duration of hospital stay was 15 days (IQR: 10 days). Hospital charges were waived off by the hospital for a little more than one-third (38%) of the patients. Overall, median hospital medical expenditure reported was Rs. 22,500 (IQR: 35,000), and median expenditure before admission to the hospital was Rs. 70,000 (IQR: 14,250). Three-fourth reported not anticipating the high costs associated with hospital admission. Medical insurance was reported by minority of the cases (5%). Majority of the parents (91.7%) reported borrowing money, and 5.2% reported that they had sold their assets to meet the costs of caring for their sick child. Some (11.7%) parents reported that escalating financial burden was forcing them to consider getting their child discharged against medical advice, and 7% caregivers reported that they had been refused financial help by their relatives/friends. Only a minority (8%) of the families had taken financial aid from charitable and social organizations. Loss of wages was reported by majority (72%) of the parents, and mean days of wages lost reported were 24.54 days (standard deviation = 15). Regression results revealed that for every 1 day of increase in hospital stay, cost of hospitalization of dying children increased by Rs. 3000 (P = 0.0001). It may be noted that costs only including expenditure on drugs and disposables, incidental expenses on food, transport, and other miscellaneous expenditures were not Several themes emerged in the focus group discussions with care providers which highlighted the importance of communication, need for emotional, social, and financial support, empathy, and spirituality [ Table 3 ]. Caregivers expressed the need for honesty in information provided, manner of communication, (20.8) and time constraints. Few parents (10%) opined that care providers did not listen to their concerns, and communication was often physician dominated and full of medical jargon. Parents reported that care providers rarely asked them about their goals and preferences. Parents opined that they would appreciate truthful and easy to comprehend information provided in an individualized and caring manner by care providers. A significant relationship between communication of the current status of the child and survival outcome was found. Parents, whose children subsequently died, reported higher odds of delayed update (>24 h) in compared to parents of survivors (relative risk: 4.30; 95% CI: 0.81-22.80), and this difference showed trend for significance (P = 0.09).
Good communication between parents facing EOL crisis was found to be a key component related to satisfaction with care, and this aspect of care was repeatedly emphasized by parents
in the focused open-ended discussions. Agreement between treatment team and parents regarding the prognosis of the child and current condition of the child was also examined. High level of agreement was found regarding the prognosis of the hospitalized child (kappa = 0.87); however, only moderate agreement was found regarding the current condition of the admitted children (kappa = 0.57).
Nearly two-third parents of hospitalized children reported a significant social support at night, and only 18.3% complained about poor or no social support during night time. Most parents took recourse to religion to cope with the EOL crisis, little more than one-third (36.7%) reported tying a sacred thread, one-fifth (20%) reported visiting shrines, 16.7% consulted astrologers, and 3% had a religious person visiting their seriously sick child in the hospital. Only 38% prayed on a regular basis, and lack of a dedicated space for praying was cited as the primary reason.
EOL decision was taken in only two of the nonsurviving children. One was a case of snake envenomation, and the second decision was taken by parents of a child with idiopathic diffuse alveolar hemorrhage with acute respiratory distress syndrome. None of the parents gave consent for autopsy or organ donation.
dIScuSSIon
This case-control study describes parental experiences related to EOL care among nonsurvivor children, with a range of underlying medical illnesses, in a tertiary care government hospital in North India. Higher financial costs and need for additional financial resources were voiced by nearly all parents. However, majority of the parents were found to be satisfied with communication and care provided by the health-care providers. Previous studies which have examined communication in critical care settings have emphasized the importance of honesty, comprehensiveness of information, accessibility, and attention to parental emotions. [12] [13] [14] Indeed, good communication between parents and the treating team has been identified as critical for reducing parental distress before and after the loss as well as for improving parental satisfaction of treatment. [12, 15] EOL decisions were taken by only two families. The rates found in the present study are substantially lower than found in the research conducted in the developed countries as decisions regarding withholding of support due to medical futility are rarely taken in India. [9, 16] For example, Guglani Focused discussions in our study shed some light on the difficulties faced by physicians surrounding withdrawal of life support including lack of safeguards in the form of institutional guidelines, indecisiveness of parents, and religious, cultural, and social barriers. Several recurring themes emerged in focus group discussions with families related to their psychological, spiritual, and financial needs which need to be addressed to provide sensitive EOL care. Previous studies too have emphasized the need for conducting spiritual assessments with the child and family as a salient aspect EOL care. [17, 18] In fact, clinicians generally underestimate the role of spirituality and religion in medical decision-making of families. [19, 20] The study has a few limitations. First, the findings cannot be generalized to all hospitals in the country due to variable health-care systems in India, particularly differences between the private and the public sectors. Additional research is needed with a more socioeconomically diverse sample. Clearly, more work is needed in the pediatric critical and palliative care in the developing countries to understand how best to provide comprehensive care to dying children and their families in order to alleviate human suffering and reduce unnecessary economic and psychosocial costs to children and their families.
concluSIon
Our study unmasked the unmet financial, psychological, religious and social needs to improve the end-of-life care of hospitalized children with critical illness.
